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Informing Families of their Child’s Disability -
Importance of Disclosure Process

For families:
— has an impact on levels of distress and anxiety
— has a bearing on the attachment process

— can influence parent-professional relationship
thereafter.
(Cunningham, C 1994)

For professionals:
— 1S an emotional and challenging experience,
— requiring training and support
— and clear policies to guide practice on the
front line (Harnett, A 2007)
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Overview

Programme of research to develop guidelines
— Literature review
— 22 focus groups with parents and professional disciplines

— National questionnaire survey of 584 parents and 1588
professionals

— Leading to Consultation & Research Report, Guidelines and
‘Words You Never Forget’ DVD

National Best Practice Guidelines for Informing Families
of their Child’s Disability launched Dec 2007

Cork Implementation Pilot Project 2008 - 2009 (®)
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Project Scope

Physical, Sensory, Intellectual Disabillity
and Autistic Spectrum Disorders

Ante-natal, at birth, evolving diagnosis

Hospital, Community, Disabllity Services
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Professionals in 27 disciplines




Research Findings
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Satisfaction with disclosure

Gap between levels of ‘Satisfied’ + ‘Very Satisfied’ reported by
parents (36.4%) vs. professionals (62.2%)

Levels of parental satisfaction with disclosure reported in line with
those found in the international literature.

Basis for good practice already in place in Ireland

There are, however, also parents who expressed significant levels
of dissatisfaction

And professionals who expressed an urgent need for further
support and training to assist in the application of best practicf@)
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Wide range of disciplines involved

Disclosure is a process rather than a one-off
event

It can involve staff members from acute,
community, disability service settings

Who have varying levels of experience

From nursing, medical and allied health °

professional disciplines O
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Paediatrician

Psychologist

Meurologist

Murse (Meonatal &
Paediatric

Obstetrician/Gynascologis

Midwife

Trainee
Paedatrics/Obstetrics

Audiologist

Speech and Language
Therapist

Geneticist/Genetic
Counsellar

Cpthalmologists and
Dptometrists

Phsviotherapist

=P

Public Health Nurse

Psvchiatrist

Dccupational Therapist

Social Warker

Meonatologist

Farent

Liaison Person

Cardiologist

EMT Consultant

area Medical Officer

Community Murse (RNIDT

Endocrinologist
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Content of the Best
Practice Guidelines
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Guiding Principles
Child and Family Centred
Demonstrate Respect for Child and Family

Sensitive and Empathetic Communication
Appropriate, Accurate Information

Positive, Realistic Messages, with Hope
Team Approach and Planning

Focused and Supported Implementation of
Best Practice ®)

Full Guidelines can be downloaded fﬁ?(ﬂ]ming
www.informingfamilies.ie  Families
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Recommendations - Areas

1. Physical and Social Setting

2. Communication

3. Information and Support

4. Culture and Language

5. Organisation and Planning Requirements

6. Training, Education and Support for
Professionals

7. Dissemination

Full Guidelines can be downloaded fI’OI@
www.informingfamilies.ie
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Hospitals

Cork University
Hospital

Cork University
Maternity Hospital

Mercy Hospital

Mallow General
Hospital

Community

Services
HSE Primary Community

and Continuing Care in the

Cork Region:
North Lee

South Lee

North Cork

West Cork

GP’s in Cork Region

Disability
Services

Brothers of Charity
Southern Services

Co-Action West Cork

COPE Foundation

Cork Deaf Association

Enable Ireland
Southern Services

Inclusion Ireland

National Council for the
Blind of Ireland

St. Joseph’s Foundation
Charleville

Universities

University College Cork

University College
Dublin

(@)
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A

Steering Committee & Working Groups

Acute, community and disability service settings in the Cork

region.

Chaired by a parent of two children with disabilities

Professionals from medical, nursing and allied health disciplines
Management support a key step

Dissemination
Working Group

Dissemination of
Guidelines &
"Train the Trainers"

Working Groups

Information
Working Group

Informing Families
Website

EVALUATION
WORKING GROUP

Built Environment
Working Group

Room Evaluation &
Improvement

Training
Working Group

Development, Piloting &
Evaluation of training

Teamwork & Liaison
Working Group

Improved Continuity
of Care




Deficits identified In national research

e |[nappropriate communication
Overly negative messages
_ack of privacy, inappropriate locations
nsufficient or out-of-date information
_ack of liaison/continuity of care
_ack of training and support for professionals
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Dissemination

Needs
- 799% of professiona|s in Ireland _Informing Families of their Child’s Disability
' Cork Implementation Pm;e:.r

unaware of guidance Pt e

- 1/3 unaware in UK study of
implementation

Implementation & Solutions
Management support
Database of stakeholders
Tracking of dissemination

Presentations at national
conferences and study days

Train the trainers workshop: 30
champions for change
disseminating in their disciplines
and geographical locations
All-users email & open training

session : ;
Reports, articles, presentations St Lo Mster el Du_io[308

Flease return your competed form o -
Alisen Harmett, o0 Partsership Office Floor 3, Aras Skinte, Wiltos rond, Cerk




Training

e 2-hour classroom-based
pilot training developed

 Training delivered
80 4t year medical students
Neonatal & Paediatric NCHD’s

130 Nursing & Midwifery
students UCC

34 members of multi-
disciplinary Early Intervention
Teams

 Evaluation
— Increase in knowledge
— Increase !n comfort ®
— Increase in confidence
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Information

Needs assessment o
* 63.6% of parents

received no written

Information

» 40.8% of parents did not

feel they had understood

child’s diagnosis

Telling Others
about your childs disability

Brothers and sisters

at already. Tell them
open way. They may
or remember all the

 Website of appropriate and up-to-date information
for parents developed:. www.informingfamilies.ie

« Information for professionals to

print and provide to parents, or for parents

to access directly
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SKIF TO hAIH CONTENT
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Join Mailing List = Contact Us

Sensitive and .
Empathetic Communication

m o INFORMATION FOR FAMILIES o INFORMATION FOR PROFESSIONALS = NEWS = ABOUT THE PROJECT

Information for Families

This section of our website
pravides general information

for families on topics such as
Entitlernents and Benefits and Early
Informatian.

This infarmation is useful for families
whose child has heen given a

diagnosis, and forthoze who have a
concern about a possible diagnasis.

View Information for Families

] Email AFriend
Information for Professionals

This section provides information that professionals
can print for families atthe time of diagnosis of a
child's additional needs, disability or developmental
concern. It also contains helpful information to directly
supportyou in your communication with families.

View Information Tor Professionals

What's New

Feb-26-2010

Informing Families Cork nplementation Project iz amongst 20 from across the range of
public services that wil receive the Taoizeach's Public Service Excelence Awvards on 31
March 2010 in Dublin Castle.

Eind out about the latest updates on the project and upcoming
training sessions

(01 Feb 20407

Wizit this section to find out what's happening in the Informing Families Project, the latest
nevys and training sessions taking place around the country.

Informing Families Best Practice Guidelines - Training for Nurses in
ucc

(03 How 20003

Training will take place on 10 March 2010 for approximstely 130 students from second
vear nursing and midwifery, and for post-graduate Public Heatth Murses in University
College Cork.

R55 Feed RESS Help  More News

About our Project

The informing Families Frofect developed best practice guidelines far infarming
families of their child's disability, and suppading families receiving this news. The
guidelines were developed through cansultation and research with families and
professionals. In this section of the wehsite you can:

> Download the best practice guidelines

> Watch our film Words You Never Forged

» Access useful support & fraining materials
» Take our e-learning training module

» See the findings from the national research
» Find out How this wehsite works

s NATIONAL FEDERATION OF VOLUNTARY BODIES

NATIONAL FARTHERSHIP

Providing Services to People with Intellectnal Disability
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Built Environment

Needs assessment through the national
study

- privacy key area for improvement

- negative impact of being told without
privacy is considerable

Pilot implementation & solutions
« Organisations identified locations where
families typically receive news

Suitability of available facilities assessed
using the guidelines

Improvements made to take account of the
best practice guidelines and optimise the
spaces where families receive difficult news

Photographs taken by staff members to @
record changes
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Optimising and enhancing environments

' ,‘ ' -——' " --f-_"____-_:-;_—i‘_ B

‘Seomra 7' Cork University ‘Seomra 7’ Cork University
Hospital Before refurbishment Hospital After refurbishment

However! Changes can be made without incurring significant financial expense

» Ensure no interruptions — remove staff lockers & use ‘occupied’ sign

» Agree at staff meetings how a room should be booked/utilised to optimise privacy@
* Provide tea, coffee, water and tissues in the room as a standard measure

» Schedule relevant appointments at the end of the day Inf()rming
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Teamwork &

Needs assessment
— Issues of continuity of care

Implementation & solutions

Interdisciplinary workshop

(acute, community & disability
service settings)

‘Safe Cross Code’ protocol

Meetings with Early Services &
Hospital

Checklist for ante-natal diagnosis
Discharge summary for parents

Links with national shared
documentation project

Tertiary checklist in development

Liaison

o Informing families of
Informing

Familis their child’s disability

the Cross .
Stopn, Look and Listen: Know the Code! .

“Look for a safe place”
» Ensure privacy,
= Be family-centred - have significant others present for suppos naspammuﬁﬁl.umh
another team member present for ongoing support after the initial Itar
* Have contact details and phone numbers ready to provide to pxnmx

“Don’t hurry, stop and wait”
. Sldwnl gether and collect your thoughts and emotions before starting to speak.

uce everyone present and their role in the child's support. Always address and
mfertulﬂ «child by name.

* Allow uninterrupted time, have someone cover pager/phone calls during this time.

“Look all around and listen” - “Before you tell - ask”

+ Assess family's perceptions of the situation. Pace all information to the individual
family needs.

+ Use simple, straightforward, understandable language. Explain all medicalitechnical
terminology used and avoid jargon.

» Impart information slowly and clearly. Check that the information has been understood.

+ Acknowledge that several consultations may be required.

“Let all the traffic pass”

+ Ensure communication is sensitive and empathetic.

* Acknowledge the family member's emotions and respond to them.

= Respect each family’s dignity and reactions, being aware of cultural diversity.

“Walk straight across”

« Provide frank, open and honest information.

* Acknowledge uncertainty and outline plans for ongoing assessment, care and supports.
= Be realistic but retain hope.

* Focus on the child rather than the disability.

“Keep walching and listening”

'orming this family is the first step on the journey together supporting and caring for
mkdlhnwiﬂ\dkahmy X 5 e e

For further information visit
www.informingfamilies.ie




Evaluation of Teamwork & Liaison Workshop

“Communication is key to any process.
There has been such a chasm
between health & social services for
so long. It is rare for disciplines to
communicate in such a forum.”

Participant Feedback
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The work of the Cork Implementation Project
was characterised by partnership working
to put child & family at the centre of
service provision.

e Interdisciplinary partnership

 Parent-professional partnership

o Careful use of resources was a feature®
of this project
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Partnership working across hospital, community and disability services
to place children and families at the centre of service provision

PCCC Physical

Acute Sensory
Hospitals

Intellectual

Universities
(Training & Evaluation)

N
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